Introduction
Penile cancer is rare, and in Denmark, it has traditionally been diversely managed in dermatology, surgery, urology, and oncology without management guidelines and systematic quality monitoring. In 2009, a centralization of service to two university hospitals and two specialties, urology and oncology, favored continuous prospective data collection and initiated several quality improvements. The purpose of this study is to describe the Danish National Penile Cancer Quality database (DaPeCa-data).
Aim of database
The DaPeCa-data is a nationwide clinical cancer database with prospective data collection since June 2011 (Table 1) . By the means of the Danish Civil Registration System, submit your manuscript | www.dovepress.com
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The DaPeCa database National Penile Cancer Quality group (DaPeCa-group), which consists of clinical and paraclinical experts from the specialties oncology, pathology, and urology. The group is responsible for developing national clinical guidelines for the staging, treatment, and follow-up of penile cancer in Denmark and decides on quality indicators and indicator standards based on experience and available literature. 1 The overall aim of DaPeCa database and DaPeCa-group is to improve the quality of cancer care for penile cancer patients in Denmark. More specifically, the purpose of DaPeCa-data is to systematically collect key clinical variables on all incident penile cancer patients in Denmark for quality improvement and research.
The DaPeCa-data monitors clinical management of penile cancer. Penile cancer care in Denmark is centralized to two university centers. 2 The DaPeCa-data monitors referral practice from regional hospitals and private practices within surgery/urology, dermatology, and general practice and monitors guideline adherence at the treating centers. The DaPeCa-data aims to assure modern staging and treatment of patients with penile cancer and to provide data for development of the research field.
Study population
Penile cancer is a rare disease with an incidence in developed countries in the range of 0.5-2.5/100,000 population/year. 3 The incidence in Denmark is estimated to be 0.8/100,000 population/year, and the mean age at diagnosis is 65 years. 4 Data on ∼65 patients are entered into the database each year, which has currently accumulated to more than 200 entries. Due to the rarity of the disease, it is a high priority of the DaPeCa-group and DaPeCa-data to collaborate with other databases in Scandinavia and in other Northern European countries with comparable populations. Currently, an application for a common Scandinavian database is under preparation with the success of the common Scandinavian childhood cancer databases as a model. 
Inclusion criteria and exclusion criteria
The DaPeCa-data registers all patients with newly diagnosed invasive squamous cell carcinoma of the penis in Denmark.
Patients with penile tumors with nonsquamous cell carcinoma histopathological features, such as sarcoma, melanoma, lymphoma, and metastases, from other cancers are not registered in the DaPeCa-data since each of these entities are covered by other national databases. Tumors of the distal urethra (navicular fossa) are registered if they involve external aspects of penile anatomy. Other primary urethral tumors are not registered. 
Main variables and data quality
The variables currently collected via the online registration interface are listed in Table 2 . Online registration by 
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Follow-up
DaPeCa-data has promising potential to virtually complete the follow-up of its patient population. All penile cancer patients included in DaPeCa-data can be followed until death or emigration by means of data linkage to the Danish Civil Registration System. An ongoing effort aims to facilitate automated follow-up prompts to appear at the relevant administrator in order to enter the follow-up data continuously. If this system fails to be implemented, the database will be updated in relation to specific studies with retrieval and addition of relevant data from records and registers via Danish Civil Registration System.
Examples of research
The group behind the DaPeCa-data is active within the research field and publishes regularly on the topic; 2, [8] [9] [10] [11] [12] however, no research paper as of yet has used data registered in the DaPeCa-data due to the rarity of the disease and the fact that the database was only established in June 2011. The first validation study is under preparation. Since its inception in 2011, DaPeCa-data has annually released a report with analyses of the clinical quality indicators (Table 3) . However, results and data presented in the annual reports from the initial development years should be interpreted with reservation and caution. As reflected by the most recent annual reports, data validity and completeness has been improving over time, but validation and algorithm optimization is only progressing slowly at the current level of support and funding.
Administrative issues and funding
The DaPeCa-data is administered in the two centers, such as Copenhagen University Hospital and Aarhus University Hospital, responsible for staging and treatment of the patients. Validation lists of all patients with the diagnosis within the uptake area of the specific center are presented to the database administrators every 3 months. Data are entered into an Internet-based online user interface with integrated range validation by treating clinicians. The completeness of registration is high, in some years approaching 100%. Data are linked to each patient's unique ten-digit civil personal registration number. The database steering committee consists of clinicians and academic experts representing urology, oncology, and pathology and continuously updates and specifies the quality indicators and the contents of the data profile ensuring a clinically meaningful and realistic dataset. The database receives a limited amount of funding from the urologist responsible for treatment has the advantage of a high level of data quality and variable validity. On the other hand, the registration interface is extensive and difficult to handle in daily practice. Ongoing validation projects of data accumulating via the Danish pathology and Danish patient registries aim to move a considerable part of the data registration toward automated data extraction and validation from these registries by treating clinicians via patient interview and examination or medical record verification. The annual reports published so far have been based mainly on this type of data, and it has turned out that continuous validation and interaction between clinicians and statisticians are of great importance in order to produce a valid and meaningful report. A solid framework for continuous validation algorithms and iterative data checking has to be designed and validated to speed this process up in order to meet the demand of the political visions of close-to real-time quality data production. This process is currently in an early phase, and limited resources are a main challenge. 
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The DaPeCa database 13 Technical support and data management service are provided by the Competence Centre for Health Quality and Informatics (KCKS-Vest), 14 and epidemiological and statistical support to the annual reports is provided by the Competence Centre for Clinical Epidemiology and Biostatistics, North (KCEB-Nord).
15 Patient-reported outcome measure data are collected nationwide at both urological treatment centers as a part of an ongoing quality of life and sexuality study. On the basis of this pilot project, which is based on an adapted and validated version of the Scandinavian Prostate Cancer Group 4 items, a patient-reported outcome measure data collection is planned to commence with a validated set of sexuality and quality of life questionnaire items.
DaPeCa-data collects nationwide health care data in accordance with Danish data protection laws. Laws and procedures for data access to DaPeCa-data are governed by the Data Protection Agency (Datatilsynet) and the Danish Ministry of Health (Sundhedstyrelsen). Applications for data access to DaPeCa-data are reviewed by the Chair and Steering Committee upon application to RKKP.
13
Conclusion
DaPeCa-data has been in existence since 2011. More than 200 patients are registered. Validation of the register data sources is ongoing, and the first validation study based on data from the DaPeCa-data is under preparation. With an increased level of support and funding, the important validation iterations could be optimized faster. The DaPeCagroup has already published studies based on medical
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